Virginia Genetics Advisory Committee
Tuesday, May 1, 2012
10:00 a.m. — 12:00 Noon

Division of Consolidated Laboratory Services
Training Room T-23
600 North 5th Street
Richmond, VA 23219
Telephone (804) 648-4480

AGENDA
VaGAC Members (check = present):
O Willie Andrews, DCLS O Sara Long, MOD
O Arti Pandya, VCU (Interim VaGAC Chair) O Jana Monaco, Parent
O Tia Campbell, DOE O Walter Nance, VEHDIP Adv Cmt
O Eileen Coffman, CHKD O William Owen, EVMS/CHKD
O Karen Durst, VDBHDS O Ginny Proud, CHKD
O Laura Duncan, VCU O Bill Wilson, UVA
O Tom Hickey, DCLS
O Anil R. Kumar, VCU

VaGAC and Subcommittee Staff:

O Kathleen Moline, Staff - VaGAC & Steering Cmt O Jennifer Macdonald, Staff — NBS Subcmt
O Tiara Green, Staff - BDP Subcmt O Rafael Randolph, Staff - VaGAC
O Lillie Chandler, Staff
VaGAC Ad Hoc Members:
O Joanne Boise, VDH O Ruth Frierson, VDH, VEHDIP Adv Cmt

O Joan Corder-Mabe, VDH

Additional Subcommittee Members / Interested Parties:

O Rachel Arculin, Parent O Valerie Luther, Partnership, VCU
O Stephen Braddock, UVA O Paula Miller, Parent

[0 Heather Bryant, DCLS O Phil Poston, DCLS

[0 Bonny Bukaveckas, VCU O Nicole Safina, CHKD

O Tahnee Causey, VCU O Ramona Schaeffer, VDH

O Ning Chen, VCU O Alice Schroeder, Parent

O Justin Crow, VCU O CIiff Schroeder, Parent

O Yasser El-Gohary, VCU O Heather Trammell, Parent

O Sarah H. Elsea, VCU O Susan Ward, VHHA

O Vicki Hardy-Murrell. Parent O Joe Schmidt, M.D., VCU

O Jane Juusola, VCU O Cynthia Epstein, M.D., EVMS

O ReesL.Lee, M.D., NMCP O John P. Osborn, M.D., FNA

O Deborah K. Froh, M.D., UVA O Beth Harkness, RN, BSN, CNMC
Guests:

Recorders: | Rafael Randolph and Jennifer Macdonald

10:00 — a. Welcome: William Wilson, MD
10:10 b. Introductions
c. Minutes of 10/04/2011 Meeting
d. Agenda
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e. Membership

f. Travel Reimbursement Reminder (members only)
10:10 — Public Comments: William Wilson, MD
10:15
10:15 - 2. Update on SCID Recommendation- K. Moline
10:30
10:30 — 3. Cystic Fibrosis Screening Update- Jennifer Macdonald
10:45
10:45- 4. New York-Mid-Atlantic Consortium (NYMAC) for Genetic and Newborn
11:00 Screening Services: Tom Hickey with Table Top Specimen Drill
11:00- 5. Update on Genetic Advisory Committee Bylaws-K. Moline
11:05
11:05 - 6. Subcommittees and Group Reports
11:20 a. Newborn Screening Subcmt: W. Andrews

Cystic Fibrosis/DNA Update
Other Subcommittee Updates

b. Birth Defects Prevention Subcmt: K. Moline

c. VDH Contractors Ad Hoc Work Group:
11:20 - 7. Updates: Agencies and Organizations
11:40

a.

b.

VDH: Virginia Newborn Screening Program (VNSP): K. Moline

VDH: Virginia Early Hearing Detection and Intervention Program (VEHDIP):
R. Frierson

VDH: Virginia Congenital Anomalies Reporting and Education System
(VaCARES): R. Randolph

VDH: Children with Special Health Care Needs Program (CSHCN),
including Care Connection for Children (CCC) and Child Development
Clinics (CDCs): ....

Division of Consolidated Laboratory Services: W. Andrews

March of Dimes: S. Long

Virginia Department of Behavioral Health and Developmental Services
(VDBHDS), Part C of IDEA: K Durst

Virginia Deaf-Blind Project: V. Luther

New York-Mid-Atlantic Consortium (NYMAC) for Genetic and Newborn
Screening Services: Tom Hickey
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j. Virginia Association of Genetic Counselors: T. Causey

k. HRSA Advisory Committee on Heritable Disorders in Newborns and
Children (ACHDNC): J. Monaco

11:40 — 8. Updates: Virginia Genetics and Metabolic Centers
11:50 a. Eastern Virginia Medical School (EVMS): G. Proud and W. Owen
b. University of Virginia (UVA): B. Wilson
c. Virginia Commonwealth University (VCU): L. Duncan and Arti Pandya
11:50 — 9. New Business William: Wilson, MD
Hgg — a. Next Meetings: William Wilson, MD VaGAC Meeting
= b. VaGAC Steering Cmt Conference Call
12:00 Adjournment — William Wilson, MD
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